The importance of rigorous evaluation in palliative care is now widely acknowledged. Less clearly articulated are the problems encountered in seeking to establish such an evidence base to guide service development, and how these problems might be overcome. These issues are brought into sharp focus when examining the evidence for effectiveness in palliative care nursing.
In palliative care in general and in nursing in particular, there has been a preoccupation with questions regarding the benefits that may arise from referral to a specialist palliative care service, or to a nurse specialist, and there has been a long history of advocating outcomes research in nursing. This is in part a consequence of drawing an analogy with the approach in evidence-based medicine, in which attempts are made to measure the impact of treatments on indicators of health outcome. It also reflects a genuine preoccupation with demonstrating effectiveness and a genuine desire to know whether care by nurses or a specialist palliative care service is of value. It also speaks of a lack of confidence and self-belief among members of newly established disciplines. But the analogy of evidence-based medicine has problems. It is often easy to identify, isolate and describe an intervention by a doctor, and studies can be easily designed that map the effect of this onto outcomes for patients. We seldom evaluate the effectiveness of doctors and their work, but rather particular things that they do in particular ways at particular times. Similarly, palliative care seldom works on a single (or indeed on a small number) of dimensions of health and welfare, nor are the changes in outcomes which it brings about easy to calibrate in simple scales.
In palliative care, we have seen a major expansion in specialist nursing posts, with little clear evidence on the impact of these services, and apparently with little serious consideration as to how their effectiveness might be assessed. But how to examine the benefits of specialist nursing is complex. Charting what is done and demonstrating its value is important in establishing permanence, but it does not necessarily equate with a sound rationale for undertaking research in this area. Attention must be given to ensure that studies genuinely help to determine how improvements may be made, rather than to pursue the somewhat tautological point of confirming the value of nursing. It is important not to counsel different standards or levels of`rigour' in research to determine effectiveness of interventions, but equally we must recognize that what is possible and what is useful may well differ in different types of intervention. The dilemma lies somewhere between answering with completeness and accuracy a question of limited interest, or making some progress in understanding the multifaceted consequences of complex services. There are few cases where palliative nursing interventions can be expected to deliver benefits measured on simple indices.
Existing studies of clinical nurse specialists in palliative care have several limitations: there has been a preoccupation with describing nursing roles rather than evaluating benefits or otherwise for patients; they are frequently conducted in a single setting and rarely offer comparisons across settings; they tend not to make use of objective patient outcome measures; they are inattentive to matters of setting priorities in health and social policy; and their widespread use of satisfaction with care or quality of life scales mean that findings are not easily linked to service development needs. Methodological conundrums such as how to evaluate outcomes that may result from the disparate actions of nurses, differentiate the effects of nursing from the array of inputs from different health professionals, or measure the effects of complex interventions, are as yet unresolved. 1, 2 The key prerequisite for rigorous evaluation of effectiveness is a real comparison between two or more alternatives with reliable assessment of costs and outcomes. The best ways to guard against bias involve using techniques of randomization or a quasi-experimental case-control design. The interventions need to be well described, and the measures of outcome should be reliable and clearly reflect the intended impact on patient welfare. Special problems can occur, for example, where the type of services in question are widely established within the healthcare system. Naturally occurring and meaningful`control' services can then be difficult to find. Services are often developed in many settings before any serious evaluation is considered and it is often too late (and often regarded as unethical) to evaluate the effects of introducing these services. These difficulties mean that pursuing the`gold standard' of controlled comparative clinical trial designs is an unrealistic goal. Alternative strategies that are widely accepted within the research community and yield meaningful and robust data are required. In any case, the pursuit of the perfect clinical trial in this context may risk falling into the trap already described of answering a rather meaningless question since it is unlikely that specialist nursing is of no value. More relevant, is to design studies that can help answer questions such as`How does specialist nursing benefit patients?' or`In what ways are specialist nurses effective or ineffective?' Such problems call for imaginative solutions that combine disciplinary perspectives and traditions to form a new language for thinking about and resolving the question of healthcare evaluation. These needs are particularly visible in the case of palliative care nursing, but occur in a wide range of settings where interventions are holistic, complex and aim to impact on many dimensions of welfare. Studies of this kind are not easy to organize and may demand a great deal from the participants. Our recent experience in this area has involved bringing together nursing researchers with social scientists and health economists from three different academic institutions and settings. Rosenfield 3 suggests that complex problems may be best tackled by transdisciplinary research teams. In this framework, individuals from disparate disciplines are brought together so that through combined working they may to an extent`leave behind' their particular disciplinary perspectives in order to transcend their separate conceptual, theoretical and methodological orientations, and so that a shared but fresh perspective may be developed. In such circumstances, Rosenfield suggests, new fields of enquiry can emerge, and new solutions to challenging health problems may be found. 4 In undertaking a major study into Macmillan specialist palliative care nurses, commissioned by the charity that funds the nursing posts, the research team returned to some basic questions. What did the charity need to know in order to optimize resources invested in specialist nurses? What do nurses and other service providers need to know about their work? How do consumers benefit from services provided by specialist nurses? In attempting to answer these and other questions the research team was mindful of the added value of collecting and analysing data describing what nurses do Ð the case mix, nature of interventions for patients and carers, and so forth Ð since this information has not been collected systematically or compared across services. In doing this it was felt that the research team`added value' to the original purpose of research by making available information not previously explored in a detailed or systematic fashion. Details of this work appear in a paper in this issue of Palliative Medicine Ð the first in a series of papers to be published from our study of Macmillan specialist nurses.
The changeable nature of the research environment when working with health professionals and people who have advanced cancer and may be dying requires a responsive approach whereby the study design can be adapted and refined as problems arise. In our research we had to tackle issues such as health professionals so concerned by the potential burden for patients and families that they unwittingly prevented participation in the study. Our experience suggested widespread willingness (and indeed enthusiasm) from patients and families to participate in this kind of research, but extraordinary care is needed not to put further stress into these contexts. There was also significant attrition from the study as people became too ill to continue to work with the research team. These special problems made the research team develop new strategies for maximizing insights. Multiple methods, conventional and less conventional were employed. Methods of collecting prospective information were devised wherever possible so that these did not require close and time-consuming involvement of patients who were very ill or in crisis. Yet, the viewpoint of service users was recognized as the most important gauge of outcome or benefit. Specialist nurses, the focus of the evaluation, were thought of as collaborators in this research, since these were the individuals who were under close scrutiny. Their enthusiasm and thirst for useful information about their work was essential and provided a great deal of impetus to the research team.
The concept of trajectories and comparisons between services was developed to inform the analysis. Questions of effectiveness were clearly dependent on a person's illness and proximity to death. As no data exist on proximity to death on referral to a Macmillan specialist nursing service or the consequences of this for effective care, effort was directed at collecting this information and exploring trajectories of care given by Macmillan specialist nurses, albeit in retrospect. The research team believes this is the first substantial systematic analysis of this kind. Most demanding was the need to develop frameworks for the analysis of outcomes of specialist nursing intervention since conventional methods were not applicable. The team was fortunate in that this largely theoretical stage of the study was supported by the charity.
As a result, a unique resource of material has been acquired about the work and impact of a very significant body of nurses within palliative care. The greater achievement would be simply to trigger further methodological work into how to undertake meaningful research into the work of specialist nurses.
The aim must be evidence that can inform the development of policy and practice in palliative nursing, and that can stand alongside more conventional evidence on effectiveness and cost effectiveness. But in seeking this outcome the real constraints from inadequate current methods and limited opportunities to carry out experimental work must be recognized, and ways found to draw on a wide range of theories and methods. 
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